KNTI04OBT OAKTI

M’si3oBa anctpodis
HioweHHa Ta bekkepa
— L& pigKiCHi reHeTUYHi
3aXBOPOBaAHHS,

LLO CNPUYNHSIIOTb
Nporpecyynn
pPyMAHYBaHHSA M’SA3iB.
BoHa cnpuynHeHa
MyTaLieto Ha
X-XpoMOocOMi, TOMy
CTpaXgarTb NepeBaXkHO
XINOMYMKN.

Hapaasi nikyBaHHA He
iCHYE.

LLlopoky y cBiTi
HapopxyeTtbes 1 3 5000
xnon4yukis 3 AML.

CepegHin Bik npu giarHosi
OM[I ctaHoBUTbE 4,5 poku.

B cepegHboMy MiX
NOSIBOIO MepLUNX
CUMMTOMIB Ta
NOCTaHOBKOO AiarHosy
NPoOXoauTb 2,5 POKMW.
3a onTMmarnbHOro
pornagy nogu 3 ML,
MOXYTb Joxuntn go 30
POKIB i HAaBITb AOBLLE.
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BCECBITHIM AEb OBI3HAKOCTI PO
XBOPOBY NHOWERHA 2025

Tema BcecsimHb020 OHs1 06i3HaHOCMI npo xeopoby [roweHHa 2025 poky
— «Cim’si: cepuye mypbomu». BececgimHiti OeHb 06i3HaHoCcmi rpo xeopoby
HroweHHa (WDAD) — ue wopidyHul 3axid, akuli npoeodumbcsi 7 8epecHs.

CIM"S- CEPUE TYPBOTI

LiboropiuHa Tema BcecBiTHbOro gHsa obisHaHoCTi Nnpo xBopoby [loweHHa
(WDAD) nigkpecntoe ponb YneHiB ciM’i 4na niogen, siki XnByTb 3 M’iI30BOKO
auctpodiero JioweHHa Ta bekkepa.

XKntta 3 M’a3oBoto guctpodieto foweHHa (MAL) — ue nogopox, no3HayeHa
K (PisYHMMN TPyQHOLWAMW, TaK i eMOUINHOK CTIMKICTIO. Y LEeHTpi uiei
nodopoxi 3HaxoguTbca ciM'd. JlioboB, nmigTpuMKa Ta LWOAEHHaA yyacTb
YneHiB CiM’i BigirpatoTb XXUTTEBO BaXKMMBY POfb — HE NuLle y Aormsagi, ane
Ny oopMyBaHHiI SKOCTI XUTTA Ta emouiiHoro brnarononyyds nogen, ski
xusyTb 3 MO,

Ona nmoguan 3 MO 6atbku 4acto € ii Hannankiwmmm 3axMcHUKaMu
Ta HameiggaHiwummn onikyHamu; 6patm i cecTpy — Le KOMNaHbWOHW
Ta NnoXuTTeBi Apysi; 6abyci Ta gigyci, oaobkn Ta TiTkM — Le cTabinbHa
NPUCYTHICTb. PognHa Takox moxe ByTu Apy3siMu Ta rpoMagoto, e niogu
XXUBYTb IHKNIO3UBHO.

NOKYMEHTANIbHMIA OLABM PO WDAD

7 BepecHsi BececBiTHa OpraHisauisa [ioweHHa 3anycTuTb AOKYMEHTarnnbHUM
dinbm npo WDAD. Llein noTy>XHUM OOKYMEHTanbHUA inbM po3rnosifae
npo CiM’T 3 Pi3HUX KYTOYKIB 3€MHOI Kyni, SIKi 4oNatTb TPYAHOLLi 3 M’iI30BOKO
anctpodieto [roweHHa.

3a [O0onoMorow ocobUCTMX IHTEPBI0 Ta MOBCAKOEHHUX MOMEHTIB BiH
PO3KpMBAE He NuLLe MeaunyHi Ta emMoLinHi npobnemu, nos’a3ani 3 MO, ane
" rmmboky ntoboB., CTIMKICTb Ta Hagito, Wo 06’e4HYI0Tb CIM’i Pi3HUX KYNbTYP.
Lle BinbLue, Hixx NnpocTo dinbm, Le rnobanbHUn 3aKnuK 40 YCBIAOMIIEHHS,
PO3YyMiHHS Ta €QHOCTI.
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10 B MOXCETE 3POBUTH

Mwu 3aknukaemo BCiX NOQINUTUCA L€ TEMOK 3 LUMPOKOH CRiNbHOTOLO.
Mpautooum pasoM, MU MOXEMO CTBOPUTU Oinblu iHKNHO3MBHE Ta
NiATPUMYLOYE CYCNiNbLCTBO AN4 Nogen, SKi XUBYTb 3 AucTpodiHonaTisMu.
LLlo6 oTpumatn gogatkoBy iHhopMaLiito Mpo M’s130By AnCTpodito [ioleHHa
Ta BcecsiTHio OpraHisauito dioweHHa, BigBigante worldduchenne.org ta
worldduchenneday.org

3a [oBigkoBOI0 iHGopMaLielo 3BepTanTecs:
Nicoletta Madia

BcecaiTHsa OpraHisauisa [ioweHHa
nicoletta.madia@worldduchenne.org

Mpo M’asoBy aucTtpodito AioweHHa Ta Bekkepa

M’sizoBa aucTtpodpia [ioweHHa — ue pigkicHe 3axBOploBaHHS, SKe 3
Yacom MNpU3BOAUTL A0 OcnabrneHHa M’A3iB, aX NMOKM He BpaXkae BCe Tino.
MpnbnnsHo oguH 3 5000 XxNON4YKMKIB HAPOAXKYETLCH 3 LM 3aXBOPHOBAHHAM.
BoHO crnpunumHeHe wMyTaudieldo Ha X-XpOMOCOMi, TOMY BpaxalTbCs
nepeBakHO xronymkn. Cnovatky yTpyaHIETLCS Xoabba, NOTIM iHLWI pyXOBi
doyHKUT, | 3peLuTolo Le BNMBae Ha 30aTHICTb AuXaTu, a Takox Ha PyHKLUio
cepus, OCKIflbkM cepue TakoX € M'si30oM. BigcyTHin Ginok Takox BUKOHYE
YHKUiO B MO3KY, TOMY MpobnemMmn 3 HaB4YaHHSM Ta MOBEAIHKOK TaKOX
MOXYTb OyTM 4YacTuHOW 3axBoptoBaHHA. M’'asoBa gucTtpodpis Bekkepa
(MOL) BBaxkaeTbcA MeHLW Tskkoto hopmoto MOL.

Mpo BcecBiTHIM AeHb 06i3HaHOCTI Npo M’A3oBY AucTpodito [roweHa

BcecBiTHi aeHb 06i3HaHOCTI Npo mM’a3oBy auctpodito Oiowena (WDAD) —
Le LWopivHun 3axig, skuin npooanTtbes 7 BepecHs. WDAD — ue rmobanbHun
3axig, cnpsMoBaHMin Ha NigBULLEHHS 0Bi3HAHOCTI MPO M'A30BY ANCTPOQI0
HwoweHa Ta bekkepa. Llen geHb cnpusde OCBITHIM, agBoOKauUilHUMM Ta
coujianbHUM iHiliaTMBaM AN NOKPAaLLEHHS SKOCTI XUTTSA N0LEN, SKi XKUBYTb
3 auctpodpiHonaTtiamu. [Mo-gpyre, BiH Hagae nnatdopmy Ans OBMiHy
ocobucTMMuM icTopiaMKM Ta JOCBIOOM TUX, XTO KUBE 3 Lji€t0 XBOPOOOI0.
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